== Huntington’s Disease 
BG society of America 


š 
Strategic Plan Kİ ə 2 f 
2017-2021 . 


“A 
re 


Huntington”s Disease Society of America Strategic Plan 2017-2021 


of š . 
E: ° Huntington's Disease 
SBS Society of America 


Table of Contents 

Ackñowledgement............. EEN 3 
Strategic Planning Committee Roster................... esee eee eee nente 4 
Igydgote[t lend rojo M ET ————————H— € 5 
Who We Are: The Fundamentals............. ertt neenon nn ntn inn rg 7 
Plan e s usu —————— — P A" 10 
HDSA Strategic Plan 2017-2021. cedi rotten deti e aq a b aa due 15 
Glossary ot EE eieiei 38 
HDSA Strategic Plan 2012-17: Outcomes Report, 41 


Huntington's Disease Society of America, 505 Eighth Avenue, Suite 902, NY, NY 10018 
Phone 212-242-1968/ 800-345-HDSA | www.HDSA.org 


Huntington”s Disease Society of America Strategic Plan 2017-2021 


ACKNOWLEDGEMENT 


We would like to thank the Huntington”s disease community, who actively shared their personal 
experiences on life with HD to shape the Huntington”s Disease Society of America”s new Strategic 
Plan. 


At regional meetings with leaders of HDSA Chapters and Affiliates, in sessions at the HDSA 
Annual Convention, and with online surveys, thousands of individuals contributed their vision for 
the organization and provided great detail about what “improving life with HD” means to them. 
This feedback directly informed HDSA”s plans for the next five years as presented in this 
document. 


HDSA remains an organization of families for families, and we are deeply grateful for their 
passionate participation in making sure that HDSA accomplishes the help and hope that our 
families need. 


Huntington”s Disease Society of America Strategic Plan 2017-2021 


Strategic Planning Committee Members 


Arik Johnson, PsyD 
Committee Chair 

Chair, HDSA Board of Trustees 
Los Angeles, CA 


Claudia R. Adkison, JD 
Atlanta, GA 


Jang-Ho Cha, MD, PhD 
Cambridge, MA 


Hugh de Loayza 
Sausalito, CA 


Steven V. Seekins 
Burbank, CA 


Arvind Sreedharan 
Libertyville, IL 


Daniel Vandivort 
Charleston, SC 


Louise A. Vetter 
New York, NY 


Huntington”s Disease Society of America Strategic Plan 2017-2021 


INTRODUCTION 


In 2012, the Huntington”s Disease Society of America released its first Strategic Plan. Developed 
by the HDSA Board of Trustees with the input of the HD community and scientific and clinical 
advisors, the five-year plan was a new approach and bold commitment to the fight against 
Huntington”s disease (HD) for the organization. It provided specific goals, strategies and tactics 
for what the Society would be accomplishing, as well as when and how. 


The Plan clarified the Society s mission — to improve the lives of people with HD and their families 
— and it articulated an aspirational vision — a world free of HD — that inspires every member of 
the HD community. Additionally, it answered key questions about HDSA”s purpose. Long- 
debated topics such as whether to continue funding HD research, what types of community- 
based services to provide and the importance of organizational growth were addressed, and a 
clear course was charted which put HD families at the heart of every decision. 


Having a Strategic Plan for HDSA meant a deliberate shift from simply “hoping” for better care 
and a cure to planning for it. Measureable goals were established that challenged every aspect 
of the organization”s mission work and business operations. 


The launch of the Plan heralded a new dawn of transparency and communication for HDSA. 
Community input was actively sought, and drafts of the plan were widely circulated for feedback 
and debate. Vital conversations about fundraising and financial management took place 
throughout the organization to ensure that the integrity and sustainability of HDSA”s mission 
vvork vvere front and center in the expansion of the advocacy, care, education and research to 
which HDSA was committed. 


The work that resulted from the Plan has been inspiring. Within months of its launch, HDSA 
Chapters and Affiliates nationwide were analyzing the document and identifying components 
that they wanted to work on in their own communities. This ripple effect of implementation 
jump-started the plan's achievement and paved the way for the accomplishments that would 
take place during the following five years. 


Long enough to see impact but short enough to allow for specificity, the five year plan guided 
HDSA through a period of growth and impact unique to the organization. Since 2012, we have 
grown our resources nearly 33 percent — from $7.6 million to $10.1 — which has led to the 
strengthening of our entire mission portfolio. 


From the new HDSA HD Human Biology Project research initiative to the expansion of the HDSA 
Centers of Excellence program, we have a comprehensive portfolio of services to support 
families at every stage of the disease, as well as a vital and unique science program. Our 
advocacy work has mobilized an army of passionate leaders unparalleled in rare disease, and our 
community services form a broad net that has fewer gaps with every passing day. 
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This new plan for the period of 2017-2021 celebrates these accomplishments and challenges us 
to be even more specific and accountable in our outcomes as we move forward. The seven 
strategic goals have matured to be more specific in their family-focused outcomes. 

The strategies are more deliberate, pushing HDSA to address persistent unmet needs, such as 
long term care and youth support. The tactics require the unity and collaboration that is our 
strength and will ultimately bring therapeutic solutions. 


Building on HDSA”s recent as well as long-established successes, the HDSA Strategic Plan 2017- 
2021 charts a clear path for continuing to improve the lives of families affected by HD, so that as 
long as there are families affected by Huntington”s disease, HDSA will be a trusted resource, 
partner, advocate and pioneer for them. 
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WHO WE ARE: THE FUNDAMENTALS 


Our Vision: A world free of Huntington”s disease. 


A vision statement is the broadest, most aspirational dream of an organization. It functions like a 
“north star” to guide and inspire the future directions of what HDSA hopes to achieve. Our vision 
statement represents our overarching commitment to the ultimate goal of eradicating 
Huntington”s disease. 


When stated before the mission, it should be read in a manner that directly ties it to our mission 
as follows: The vision of the Huntington”s Disease Society of America is a world free of 
Huntington”s disease. Until that time, our mission is to improve the lives of people with 
Huntington”s disease and their families. 


Our Mission: To improve the lives of people with Huntington”s disease and their families. 


The mission of the Society is a concise, active statement of the Society's work. In comparison to 
the vision statement, it describes the Society's purpose and who will benefit from it. 


It should be noted that the mission statement is separate from the organizational purposes 
described in the organization's bylaws. Those statements provide historical reference and 
additional detail about how HDSA accomplishes its work and are as follows: 


> To promote and support research and medical efforts to eradicate HD. 

» Toassist people and families affected by HD to cope with the problems presented by the 
disease. 

» Toeducate the public and health professionals about HD. 


They remain in the bylaws without edit, but we no longer reference a three-part mission. The 
mission is one simple statement: To improve the lives of people with Huntington's disease and 
their families. 
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Our Core Values 


While the Vision and Mission describe the organization's guiding principles, the Core Values form 
the foundation on which we perform work and conduct ourselves. At HDSA, we are committed 
to these shared values: 


e Hopeful— We conduct our work in all areas in a manner that inspires hope. Our vision 
epitomizes this hope, and all work is done in a way that is always forward-looking. 


e Dedicated — We are dedicated to serving people with Huntington”s disease and their 
families and supporting research to drive a cure. We care intensely about those we 
represent and serve. We celebrate our wins and inspire dedication from those who work 
with us. 


e Family-Focused — In direct correlation to the nature of Huntington’s disease, we are a 
family-based and family-focused organization. Our structure, programs and decisions 
reflect a commitment to a family-centric model. We value the work of our volunteers 
who represent our families and who function as a family. All members of our team — 
staff, volunteers, Chapter and Affiliate Board leaders, donors, clinicians, care providers, 
scientists, and sponsors — are important members of the HDSA family. 


e Compassionate — We are a sympathetic and empathetic network of individuals and 
families. We know that excellence in care comes from sincere compassion, and we strive 
to reflect this compassion in our community activities and relationships. 


ə Mission-driven — It is important to the Society that all work of the organization is driven 
by a consistent and strategic focus on accomplishing our mission. Our policies, positions 
and programs are rooted in credible and vvell-validated science, and vve ensure that our 
decision-making and leadership align vvith the mission statement. Our drive to grovv is so 
that vve can expand our resources, support and impact for more families. 


e Collaborative & Accessible — We are a ‘hub’ or central ‘portal’ for the HD Community, its 
families and all stakeholders. VVe partner and collaborate vvith others vvho serve the HD 
community, and vve listen and act to provide support to our community, or direct them 
to another vvho can. 


ə Stewardship — As stewards, our volunteers and staff are accountable to our donors. 
Decisions about hovv to invest time, people and money to accomplish our mission are 
based on the highest impact of return on investment to our mission. VVe employ 
practices that maximize efficiency and effectiveness, and we evaluate initiatives in light of 
our mission-driven obiectives. 


e Accountable — Stewardship is reinforced by our accountability. Accountability motivates 
our volunteers and staff to manage our resources effectively and take actions in the best 
interest of the people we represent and serve. We are transparent, with mutual 
responsibility at all levels of the organization. 
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Our Community 


In the truest sense, the heart of our community is those impacted by Huntington”s disease, 
which includes individuals symptomatic with the disease, those at-risk, and the families and 
friends who are caring for people with HD. From the youngest affected by juvenile-onset HD to 
the grandparents vvho have lost spouses, children and care for grandchildren vvho carry its 
burden, vve are driven to serve everyone vvho is affected by HD. 


Many audiences contribute to the Society”s ability to care for and support a cure for HD families, 
and they constitute our secondary community. These include: 


e Providers — Care providers, like clinicians, mental health professionals, genetic counselors 
and social vvorkers, vvho provide medical attention. 

e Researchers — Anyone vvho is conducting research that vvill improve the understanding of 
HD and assist in the scientific development of treatments and a cure. 

e Volunteers — Everyone who gives of their time or expertise to support the mission of 
HDSA. 

e Donors — Financial contributors to HDSA. 

ə Government — Any member of local, state or federal government. This includes elected 
officials and members of regulatory agencies, like the Food and Drug Administration and 
Social Security Administration. 

e Media & Influencers - Members of the media and thought leaders in the realm of public 
opinion who are vital in raising awareness of HD. 


The backdrop for these categories of audiences is the general public with whom we seek to 
raise general awareness of Huntington's disease and therefore influence public understanding 
of the needs of our HD families. 
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PLAN OVERVIEW 


The Strategic Plan is organized around Seven Goals which are the key drivers of HDSA s service 
and organizational impact. These Seven Goals are the essential areas of our work which, in 
equal measure, are imperative to HDSA s ability to accomplish its mission. 


For each Goal, strategies are identified to reach the stated aim. Specific objectives for each 
strategy articulate the plans for accomplishment. 


Goal |: Enhance and Deliver Best Practices in HD Family Care. 


HDSA is committed to ensuring that all HD affected families have access to the highest quality of 
knovvledgeable and compassionate care. By expanding geographic reach, increasing access to 
trained personnel and embracing nevv technology, vve are focused on enhancing the care 
netvvork nationvvide and fostering a model of care that is patient-focused and family-informed. 


Additionally, best practices in HD family care must span the entire progression of the disease, as 
vvell as its impact throughout generations. From support for the youngest members of the 
community to care options for those in its final stages, we look across the entire family journey 
vvith a firm commitment to improving the quality of life for HD families nationvvide. 


To accomplish this Goal, five core strategies have been identified: 


Expand access to HD-experienced clinical care. 

Enhance social services and support resources. 

İmprove access to long-term care facilities skilled in HD. 

İncrease access to counseling on key HD-related decisions, including genetic 
counseling and preimplantation genetic diagnosis in vitro fertilization (PGD IVF). 
5. Grovv netvvork of and resources for HD specialized ancillary services, including 
occupational therapists, physical therapists, speech language pathologists, and 
nutritionists. 


T m 


The objectives which align with these strategies include the continued development of the HDSA 
Center of Excellence program, expansion of age-appropriate support available to our youth, 
launch of a new online curriculum and learning practices for ancillary care providers, and the 
implementation of best practices for HD care in long-term care facilities. Additionally we seek to 
complement these resources with strong educational tools on genetic testing, the disability 
process, healthcare planning and the potential for genetic and social discrimination. 
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Goal ll: Advance HD Research. 


We know that the shared hope of the HD community is that care for Huntington”s disease will be 
better for future generations than it is today. To achieve this, HDSA is committed to advancing 
Huntington”s disease research. Our scientific efforts complement the vvork of the global HD 
scientific community vvith deliberate focus on ansvvering questions related to the human biology 
of HD and building the careers of young investigators. 


The four strategies in support of this aim are: 


1. Ensure a pipeline of nevv HD researchers. 

2. Strengthen and build partnerships with key research collaborators (i.e. CHDI, 
European Huntington Disease Netvvork (EHDN), and the Huntington”s Study Group 
(HSG)). 

3. Fuel clinical research by ensuring active engagement in clinical studies. 

4. Educate the community about the importance and impact of HD research. 


In addition to directly supporting research through HDSA awards, such as the Human Biology 
Project, Berman/Topper Career Development Award and Donald A. King Fellowships, we are 
committed to educating our community about scientific news and the role of families in 
advancing all areas of HD science. Researchers and families working together will bring 
treatments forward, and HDSA will be a vital connector to breakthroughs. 


Goal lll: Remove barriers to quality care. 


Quality care must be accessible to the families affected by HD who so desperately need it. As a 
result, the removal of all barriers to this care — be they physical, logistical or psychological - is a 
critical goal of the Society. To address these issues we advocate for public policy change, 
cultivate a robust referral network of HD experienced support and care providers, educate 
clinicians on HD, and provide programs directly to families to help them navigate the care 
services that are available to them. 


Our work must be consistent across the entire family experience so that no matter where an 
individual is in the fight against Huntington’s disease — at-risk, going through testing, newly 
diagnosed, applying for disability, entering long-term care, or caring for a loved one in any of 
these stages — there is a community team of supporters and an abundance of resources to help 
them navigate the best in care. 


Three strategies to accomplish this Goal were identified. They are: 
1. Pass legislation that directly improves the quality of life for HD families. 


2. Expand HD benefits in health insurance coverage. 
3. Reduce discrimination towards people with HD. 
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Passage of the Huntington”s Disease Parity Act in Congress is a primary objective of this Goal, but 
additionally, HDSA will work tirelessly to build an active and knowledgeable army of advocates 
that is engaged in educating lavv enforcement personnel on HD, providing resources for those 
applying for disability, and training the HD community about the Genetic İnformation Non- 
Discrimination Act (GINA). 


Goal IV: Communicate comprehensive and credible HD information. 


As the largest non-profit organization dedicated to serving the Huntington”s disease community, 
it is imperative that HDSA maximize its position as the primary source for all nevvs, information, 
resources and education (HDSA and non-HDSA) related to Huntington”s disease. 


Our excellence is directly tied to our ability to be up-to-date and relevant, so that all those who 
come to us find the resources they seek and need. Importantly, the Society must be a 
comprehensive hub for the entire community, vvith links to resources outside the Society to 
underscore a “one-stop-shopping” experience. 


To do this we will: 


1. Enhance knovvledge of HD and HD science. 
2. Expand avvareness of HDSA. 
3. Increase awareness of HD among the general population. 


İn addition to our ongoing efforts and annual focus related to HD Avvareness Month each May, 
the GO Anniversary of HDSA’s founding is a unique opportunity for HDSA to tell its story and 
engage nevv audiences. A comprehensive public relations effort and marketing campaign vvill 
bring visibility to our brand and story and therefore engage nevv audiences in our efforts. 


Goal V: Increase volunteer engagement. 


People are our most important resource. Our volunteers represent the spirit and purpose of our 
Society, deliver important services and support, and ensure our growth. We recognize that it is 
imperative that we invest in strengthening and diversifying our volunteer base. Doing so will 
bolster our Chapters and Affiliates, enhance our programs and events, and expand our ability to 
impact more families. 


We are committed to providing the appropriate training to our volunteers, supporting them with 
resources, and consistently showing appreciation for their good work. The fundamental 
strategies that will be implemented to increase our volunteer base are: 


Strengthen the organizational dialog and operations. 

Develop and retain knowledgeable HDSA leaders and volunteers. 
Expand HDSA’s organizational reach. 

Identify and cultivate new volunteers. 


də bə E 
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The National Field Committee will continue to play an important role in the accomplishment of 
this Goal by developing personal one-on-one relationships with Chapter and Affiliate leadership. 
As a Committee of the National Board of Trustees, the NFC is instrumental in cultivating the 
community presence of HDSA and supporting its development through attentive development of 
volunteers. 


From expanded resources on HDSA Connect to increased trainings online and at the Annual 
Convention, the organization will invest in the volunteers who bring the Society to life. 
Furthermore, in support of our mission to be accessible to all families, HDSA plans to have at 
least one Chapter or Affiliate in every state in the country. 


Goal Vl: Manage growth in a fiscally responsible manner. 


In order to provide for today and allow us to plan for tomorrow, the Society must operate in a 
manner that ensures its long-term health. We know that fiscal responsibility breeds trust that 
motivates our donors and allows us to achieve our mission. To accomplish this, we remain 
committed to timely payment of our financial obligations and to building the organization's 
operational reserves, so that we are a more stable, autonomous organization. 


To do this we will: 


1. Ensure funding of all financial obligations. 

2. Grovv the Board Operating Reserve to six months National operating expenses 
(according to non-profit best practices). 

3. Increase unrestricted net assets. 

4. Increase mission/administrative funding ratio to meet or exceed 80/20 percent. 


Managing our cash flovv and ensuring timely financial management in the Field vvill be vital to 


achieving this Goal. Additionally, funds vvill be regularly banked to establish financial reserves 
that protect the Society against risk and enable nevv program development. 
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Goal VII: Increase revenue by atleast 5% annually to grow organizational capacity. 


HDSA’s programs are made possible by the financial support of our community, individuals, 
foundation and corporate supporters. In order for the Society to provide more advocacy, care, 
education and research, we must grow our fundraising. 


From national campaigns to local special events, the Society is committed to increasing 
donations annually while keeping fundraising costs (aka costs to raise a dollar [CTRAD]) low. To 
achieve this success we will: 


1. Expand our signature events, individual, corporate, and foundation giving programs 
throughout the organization. 

2. Embrace technology to increase the opportunities for people to give to and engage 
with the Society. 

3. Invest in a Planned Giving Program to establish long-term stability. 


We will continue to broaden our donor base from inside and outside the Huntington’s disease 
community, and redouble our commitment to our values of stewardship and accountability so 


that we continue to communicate clearly how our resources are changing lives. 
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